To assess what patients want and get from a primary care epilepsy specialist nurse service, and whether this matches their expectations and self-defined needs.
INTRODUCTION
Many initiatives to improve the management of chronic conditions in the UK National Health Service have failed to impact on patients' health [1] [2] [3] . Part of the explanation for this is likely to be lack of attention to patients' wants and experiences. Initiatives are often conceived and implemented by health professionals with minimal input from the patient's perspective 4 . Yet patients can offer their own expertise of living with and managing a chronic condition 5 , and thus have important views about what they want from a health service and how it can best meet their selfdefined needs.
A fundamental question that has implications for the success of any new service is 'what do patients with a chronic condition want and get from health services?' This study addresses that question by focussing on patients' expectations and experiences of a new primary care based epilepsy specialist nurse service. Previous research confirms that patients are more satisfied with care from an epilepsy specialist nurse than from other clinicians 6, 7 but little is known regarding what it is about a nurse service that improves satisfaction and whether it actually meets their perceived needs. The present study aimed to assess this by exploring in-depth what patients actually wanted and got from a new epilepsy nurse service, and whether that matched their expectations and selfdefined needs.
The study was nested within a controlled trial to evaluate the effectiveness of a new primary care epilepsy specialist nurse service on the quality of patient care. A part-time epilepsy specialist nurse was employed to work in 14 general practices in north west Bristol, UK, to provide a 2 year pilot service for both practice staff and adults with epilepsy. The role of the nurse was to provide information, advice and support to patients, liaise with and educate primary care teams, and co-ordinate care between primary and secondary levels. The main effects of the nurse service were improved communication about epilepsy between health care providers and patients, and increased access to health care. The service had limited impact on patients' health status 8, 9 . The present study was able to elaborate on these findings and explore in greater depth what patients actually wanted and got from the nurse service.
METHODS
Twelve informants who had had one or more seizures in the previous year were purposively selected from 394 patients who participated in the controlled trial. A maximum variation sampling strategy was adopted to ensure that those who had and had not seen the nurse, and those who felt their epilepsy was well and poorly controlled, were represented. The sample was also selected to ensure a balance in terms of age, sex, duration of epilepsy and absence or presence of comorbidity, to maximize the breadth of perspectives 10 .
All interviews were undertaken by NM in the informants' homes. A topic guide was used with all interviewees to ensure that particular areas of interest were covered, yet was still flexible enough for them to introduce other topics of interest or importance. The guide was a series of open-ended questions that asked about their experiences of and attitudes to epilepsy care from the specialist nurse and other services. Particular areas included reasons for agreeing or refusing to see the epilepsy nurse, expectations prior to the consultation, recall of and attitudes towards the consultation, and comparison of the nurse service with other services. Informants were also asked about the content of and feelings towards consultations with general practitioners (GPs) and hospital doctors, and to elaborate on any further care or support they may have been receiving. To set their views on services in context, questions were asked about their feelings and experiences of having epilepsy. Immediately after each interview reflective notes were made by NM, highlighting any points that could have had a bearing on the interview process. These notes were then taken into account during the analysis.
All interviews were recorded on audiotape and transcribed verbatim. The approach to data analysis was inductive and informed by the constant comparative method of grounded theory 11 . Text from each transcript was coded according to common themes that emerged. Segments of text were then copied and pasted into computer files that had been created in Microsoft Word for Windows and labelled after each theme. As more interviews were conducted and data examined for similarities and differences within themes, existing codes were continually modified, refined or new codes added.
Summary grids listing, for example, clinical aspects of patients' epilepsy, attitudes to epilepsy, and use of and attitudes to health services, were constructed to aid identification of patterns within and across cases, and to formulate ideas that could account for patterns. Interpretations, assumptions, hunches and possible hypotheses were documented throughout the period of research. These were referred to during analysis to aid pattern identification and explanation, and to retain the context within which data were set. Descriptive accounts were written and later combined into one analytical report. Constant redrafting of the analytical report ensured continued analysis and thorough searching for common themes. This process continued until there was agreement between the authors that the aims of the interviews had been met. Quotations are presented to illustrate the theme being described and to support suggested hypotheses. Underlined words were those emphasized by the informant. Pseudonyms have been substituted for informants' names.
RESULTS

Characteristics of informants
All those approached agreed to be interviewed. Characteristics of the informants are presented in Table 1 . All informants were having some sort of seizure during the daytime but the type of seizure varied. Half of them (George, Phyllis, Jenny, Len, Albert and Doris) had currently or previously had other serious conditions in addition to epilepsy requiring extensive medical intervention.
Why did informants agree to see the nurse?
Timing of invitation
The main reasons for agreeing to see the nurse were because of current problems with the control of seizures and the desire for further information on epilepsy. In several cases the timing of the invitation had a bearing on acceptance. Many emphasized that they agreed to see the nurse as they needed help 'at This point was also emphasized by those who chose not to see the epilepsy nurse. Many stated that although the service was not suitable for them 'at the present time', it might have been at the time of diagnosis or could be useful if their epilepsy were to become more severe.
Satisfaction with care from other services
Informants' desire to see the epilepsy nurse stemmed also from their level of satisfaction with care from other services. Most of those who declined a consultation with the epilepsy nurse expressed satisfaction with care from other services. Several of those who accepted an invitation to see the nurse were less than satisfied with their current care. For example, Len, Peter, Jim and Linda were critical of the care they received from their GP or hospital doctor and all were keen initially to see the epilepsy nurse: Conversely, Tony and Thomas were satisfied with the care they were receiving for their epilepsy and therefore did not feel they had a reason to see the epilepsy nurse. They thus declined a consultation:
[In reference to hospital doctor] I know he is someone I can talk to honestly. He will do the best he can for me. I have got confidence in him. He is experienced and he knows how to talk with someone. It is evident from these accounts that having good communication with doctors was a key factor in feeling satisfied with care; having poor communication with doctors partly explained why informants chose to see the epilepsy nurse.
Attitude towards having epilepsy
Informants' attitude to their epilepsy, including how well controlled they felt it was, appeared to have some bearing on whether or not they chose to see the epilepsy nurse. Most non-users had a stoical or fatalistic view of their condition, believing there was little else that could be done for them and that they had to 'live with their epilepsy'. Many had learnt to accept this and cope by themselves. Some even considered epilepsy as relatively unimportant in their lives, due largely to having had other serious and life threatening conditions. Unsurprisingly, given these attitudes, all non-users described their epilepsy as being wellcontrolled, despite having had one or more seizures in the previous year. Thus, for these informants they did not see the need to seek epilepsy care from any type of health professional:
I didn't think that would be necessary [to see the epilepsy nurse]. I think it is a waste of time. Well, because they won't be of benefit to me. . . . I have gone on so many years now. I mean I am better than I was. As things are now I think it is best, just carry on as I am. I am not too bad really. Can't complain, can't complain at all. (Doris)
On the contrary, Len and Peter, who were not prepared to accept having self-defined poorly controlled epilepsy and who were optimistic that their seizure control could be improved, chose to use the nurse service. They were keen to get the best treatment possible and expected their epilepsy to be improved by good health care. Consequently, they had a lot of contact with doctors and were willing to see the specialist nurse when invited, in an effort primarily to improve seizure control: Many of those who declined a consultation with the epilepsy nurse felt that the service was not intended for them. They believed it was intended for those who were newly diagnosed, had severe epilepsy, were not receiving enough help and information, or could not cope very well with their condition:
[In reference to who should be using the new epilepsy service] People who are a lot worse than me, those that really get them [seizures] very bad, that really go out. They could try and get some advice on how to cope with it. I think that is the sort of people who should be [using the service]. (Doris) Non-users did not perceive themselves as fitting into this category at the time of invitation, thus supporting their decision of not seeing the nurse. However, they were not against the concept of having and using such a service. They could see the potential benefits, but not necessarily for themselves, or not necessarily at that time.
What did those who agreed to see the nurse expect from the consultation?
Those who had used the nurse service had certain expectations before their consultation. The only expectation shared by more than one was that the epilepsy nurse would have a good knowledge and understanding of epilepsy. One informant anticipated that the nurse's knowledge of epilepsy would be greater than that of his GP's: Len had initial hopes that the epilepsy nurse would be able to somehow 'cure' his epilepsy, or at least provide him with an explanation as to why he had it:
[NM: What did you expect to get out of the consultation initially?] Perhaps a solution, you know, perhaps she could say why it happened or what it was. (Len) Phyllis, conversely, did not expect to receive any advice or information during the consultation with the epilepsy nurse. She had misunderstood the purpose of the consultation, believing it was arranged so the epilepsy nurse could obtain patient information in preparation for the new service, which had yet to be set up. She did not understand that her consultation with the nurse was part of the new service, and therefore did not expect the consultation to be of benefit to her: I didn't expect advice. . . . I didn't see her as a person to go to for any advice. I don't think she was there for that. I think she was there just for the official part of it, you know, what drugs are you on. (Phyllis) Although several informants had specific expectations prior to using the nurse service, as highlighted above, one did not know what to expect. Linda was unsure if the consultation would be one-to-one or group meetings, and was ambivalent about the need for the service. Her ambivalence is apparent from her following comment as she started off by describing the service as a 'good idea' and then ends by describing it as 'silly':
[NM: What did you think when you heard about a nurse based in general practice, a new service?] I don't know. I didn't think of that I thought, well, I thought how good it was actually, and I thought it was surprising to know how many people who is epileptics around, for a start isn't it. You think you're the only one sort of thing [laughs], near enough. I was quite surprised, I thought fancy having an epileptic doctor at our GPs, that's a bit silly. (Linda)
What were informants' attitudes to the nurse service after use?
Praise for the provision of information
The majority of informants who had used the nurse service praised it even after only one consultation. Many had found the consultation helpful, particularly regarding the provision of information. Most made specific reference to the usefulness of the leaflets on epilepsy related topics given to them in the consultation. The level of praise was evident from informants' repetition:
The information was really really good. (Linda) [NM: How did you find the nurse?] Very good, yeah, very, very helpful, pleasant you know. She give me all the information you know I felt I needed. She explained a lot of things to me I understood. (George) Lack of information from other services accounted for informants' repeated praise for the information from the epilepsy nurse. Informants who were particularly impressed with the information from the nurse felt that they had received inadequate information from their doctors:
[The epilepsy nurse] was the only person really who's given me any leaflets at all shall I say, ever. Yeah, out of all my life. Hard, isn't it, to believe. (Linda) Many felt it was often too difficult to communicate with doctors and obtain the information they would have liked; a point raised earlier in relation to reasons for seeing the epilepsy nurse. Perceived lack of time in the consultation was a prominent reason for communication problems. Some rarely discussed epilepsy with their GP because they felt their GP did not have the specialized knowledge of epilepsy. Others had found it difficult to talk to hospital doctors as they felt they were not really interested in listening to the patients' concerns and they were more intent on monitoring the medication: Several informants were reassured to know that the nurse service meant there was 'someone there' to whom they could turn if they needed help. Linda and Peter were particularly reassured to know that the nurse had the time to listen to their concerns and empathise, something which they felt that neither their family nor doctors did:
She [epilepsy nurse] has been able to be there a lot more and be a lot more helpful than either GP or [hospital doctor] in just understanding and in just letting you spill out. Whereas before it was just bottling up inside. Somebody who to be able to talk to who understands I did not have for years. You don't know what sort of thing that is just to be able to speak to somebody who knows what they are on about and understand and sort of figure out how you feel. (Peter)
Continuity of care
One informant, Peter, found the nurse service especially helpful as it meant having continuity of care from the same person. The major criticism he had with care from the hospital was that he rarely got to see the same doctor twice and was therefore unable to build any kind of relationship with them. He described the care as being impersonal. This was in contrast to what he experienced with the epilepsy nurse: One point to note, though, was that this informant had had numerous appointments with the epilepsy nurse. The other informants had only had the one appointment and therefore were unable to comment on this aspect.
Accessibility
Having the nurse service based in the community was perceived to be advantageous with regard to accessibility to care, and time saving for both doctors and patients. Epilepsy support groups were criticized by one informant for their inaccessibility. Given that many people with epilepsy lose their driver's licence, it was understandable why it was felt to be particularly important to have the nurse service based locally.
Questions nurse's ability to improve seizure control
Although the overall attitude to the service was that of praise, some informants, however, had reservations about how useful it was to them. There was the feeling that the epilepsy nurse had not been able to help them and provide the type of medical care that would contribute to improving their seizure control, specifically prescribing and managing antiepileptic drugs:
She couldn't do much, she couldn't wave a magic wand or nothing. . Discrepancies between informants' expectations and experiences of the nurse service There were few discrepancies between informants' expectations and experiences of the nurse service, although some were evident. These arose to some extent from their predetermined expectations of illness and of health services.
Expectations of illness
One informant had particularly high and possibly unrealistic expectations of his illness. Len had read in a medical book that epilepsy was curable, and had read in a newspaper article about a man who had been 'cured' of epilepsy. This explains his initial high hopes that the epilepsy nurse would be able to explain why he had epilepsy and maybe 'cure' him of the condition. Given his high expectations, it was understandable why he was not completely satisfied with the care received from the epilepsy nurse.
His view was very much in contrast to that presented by most non-users of the nurse service. They felt that there was little else that could be done for their continuing seizures and therefore had learnt to cope with or accept their condition, as detailed previously. They therefore had no desire to see the nurse.
Expectations of health services
Discrepancies between expectations and experiences may also have arisen from informants' previous experiences with other health services. Len had very high expectations of care because of his past experience of care for another condition. He developed tuberculosis, was given a definite diagnosis, undertook treatment, and then was cured. He had therefore expected his epilepsy to be treated in a similar manner. As this was not possible, it further explains why he was less than satisfied with the care received from the epilepsy nurse.
Conversely, Phyllis, as explained earlier, was not perturbed that she had gained little from her consultation as she had expected this, having misunderstood the purpose of the consultation.
DISCUSSION
This study has analysed what it is that patients actually wanted and got from a new epilepsy nurse service, and whether this matched their expectations and perceived needs. Findings showed that not all informants wanted to see the epilepsy nurse as they felt their epilepsy was well controlled and thus they did not see the need for any care or attention. Those that chose to use the service did so as they wanted information on epilepsy or better control of their seizures. The service was able to provide them with the information they wanted but was not able to improve their seizure control.
The key impact of the service was enhanced communication between patient and clinician. Informants praised the provision of information and their ability to talk to the nurse, who they felt could empathize with their situation. Most users of the service were unable to have this kind of communication with other clinicians, thus explaining why they liked the nurse service. Research suggests that patients with epilepsy particularly value having good communication with clinicians and being given information on the condition 7, [12] [13] [14] [15] [16] [17] [18] , even if they are currently free of seizures. They often criticize physicians for failing to provide advice and information, and their ability to communicate empathy 19 . This study supports the importance that patients attach to effective communication with clinicians who manage their illness.
On the whole there were few gaps between informants' expectations and experiences of the new service. This accords with other research findings 6 . The most common expectation was that the nurse would have a good knowledge and understanding of epilepsy. This was met in reality. The only expectation that was not met was an improvement in seizure control. Of the three informants that made this point only one was actually disappointed that the nurse had been unable to do so. The others acknowledged this limitation but were far more impressed that they could communicate effectively with the nurse. This echoes the point that effective communication is as much, if not more, of a priority for patients with epilepsy than is controlling the clinical manifestations of their illness.
It was clear from the interviews that use of the service varied according to perceived need for care at the time. Many of those who chose not to use the service stated that they would have been more inclined to use it if circumstances were to change. This desire for varying use is an important factor to take into account when developing a service for those with chronic conditions, given the varying course of such diseases. It is likely to be most efficient for a service to target a time in a patient's life or disease course when they are known to be most vulnerable, for example when newly diagnosed or when facing life style changes such as pregnancy; times when medical intervention and further information would be especially beneficial. Many of the non-users in the present study support this notion.
Findings from these interviews have been able to explain and expand on the questionnaire results from the main trial 8, 9 . They support the findings of an improvement in patient-clinician communication and provision of epilepsy related information, and they highlighted just how important this was to patients. Although the service had limited impact on seizure frequency, the interviews demonstrated acceptance of this limitation in light of the provision of information and communication of empathy that was offered. The interviews were also able to provide an insight into why 58% of the study population chose not to see the epilepsy nurse; factors such as believing the service was not intended for them can be minimized by providing patients with a detailed explanation at invitation of who the service is aimed at and what it offers.
Although twelve interviews has been suggested by several researchers as the minimum number required to gain a detailed understanding of the topic under investigation 10, 20 , it is recognized that conducting more interviews could have given light to new themes or permitted further exploration of present ones. The quality of the research was assessed in terms of its validity and its relevance 21, 22 . The validity of interview findings was ensured through investigator triangulation, whereby independent assessment of transcripts, interpretations and use of quotations was undertaken by additional researchers 23 . In this study, RC and MB cross checked NM's interpretations and use of quotations and any discrepancies were discussed and resolved. This process ensured that findings were grounded in the data. Moreover, the extensive use of quotations in this paper ensures that readers can assess for themselves the evidence upon which conclusions have been based.
Attention has also been given to the relevance of the findings. Research, it has been argued, is relevant if it adds to existing knowledge 21, 24 . Findings from the interviews confirmed and expanded findings from the controlled trial 8, 9 and from other qualitative research evaluating an epilepsy nurse intervention 7 . In particular it reinforced the importance patients place on effective communication and provision of information.
CONCLUSIONS
This study confirms and extends beyond previous research 6, 7 and ascertains what it is about an epilepsy specialist nurse service that patients feel is good and whether it actually meets their self-defined needs. The key message is that patients felt able to communicate effectively with the epilepsy nurse and they valued the information and advice received. They felt unable to get this kind of communication and empathy from other clinicians. Informants generally praised the nurse service but were aware that it was unlikely to improve the control of their seizures. Most accepted this. The study illustrated that effective communication is as much, if not more, of a priority for patients with epilepsy than is controlling the clinical manifestations of their illness.
